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Preparation for

requesting comment

Added statement at the beginning of paper
regarding potential to advance science and clinical
care
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been reviewed by the state attorney general or

other appropriate legal authority o6 OI
recommendations 1 and 2



Preparation for
requesting comment

Removed validation from recommendation 1:
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use and storage after the completion of newborn
screen testing and verification of results according
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Combined recommendations 3 and 4 concerning
the educational process of the newborn screening
system and educating parents
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Responses received

The Association of State and Territorial Health
Officials (ASTHO)

Centers for Disease Control and Prevention (CDC)

Centers for Medicare and Medicaid Services (CMS)
no comments

National Institutes of Health (NIH)
Office of Civil Rights (OCR)
Office of Human Research Protections (OHRP)



Other comments
requested

American Hospital Association

Council of State Governments
International Society of Nurses in Genetics
Midwives Alliance of North America

Nationa
Nationa
Nationa

Association of Attorneys General
Conference of State Legislatures
Governors Association



NIH comments

NIH urges the Committee to become an
advocate for research use by setting forth
actual recommendations for States to
consider. When might consent for
secondary use be necessary and what
mechanisms might be used to ensure
privacy and confidentiality? (pg. 1)



NIH comments

The committee could propose voluntary
national standards, including provisions for
broad research use that each state could
consider for adoption. (pg. 1)



NIH comments

Recommend that the Secretary provide
resources to facilitate a national dialogue
with the relevant stakeholders across the
States, perhaps through the National
Conference of State Legislatures. (pg. 1)



NIH comments

he issue of education around newborn
screening Is critically important and merits
a fuller treatment. Recommendation 3
should lay out the two currently
uninformed "audiences," I.e., parents of
newborns and health care professionals
who provide them with pre - and post-natal
care. (bottom of pg. 1)







